This case describes a patient with advanced dementia and an unrealistic spouse, presenting an apparent dilemma about nutrition for physicians. By eliciting the perspective of the caregiver, the physicians can gain insight and rebuild trust that protects the interests of both the patient and the spouse. Their goal needs to shift from resolving the professional ethical dilemma to affirming the immeasurable contribution of the caregiver, acknowledging her journey, asking for her advice, and enabling the work of making meaning in the time available.
of the natural progression of end-stage dementia. She further explains how hospice works and suggests hospice as an approach for keeping him as comfortable as possible.
Nila expresses her disagreement with Dr. Smith and clarifies that she wants everything done to prolong Mindt's life. She repeats that she wants to know what can be done to get him to eat more.
Dr. Smith is aware that though some patients with advanced dementia receive a percutaneous endoscopic gastrostomy (PEG) so that nutrition can be provided by a tube, this treatment is not recommended for patients with advanced dementia according to guidelines from the American Geriatrics Society because, among other reasons, it is thought that the benefits do not outweigh the burdens of a patient's discomfort, aspiration, risk of infection, increased oral secretions, tube malfunction, and possible use of restraints [1] . Dr. Smith strives to focus the conversation on preparing for Mindt's death and keeping him comfortable; she feels that bringing up the possibility of tube feeding could lead to his prolonged discomfort. Nila is steadfast, however, about learning more about improving his nutrition. Dr. Smith and Thomas wonder whether to pose the PEG tube as an option.
Commentary
Mindt, with his advanced dementia, and Nila, his diligent caregiver, seem to present a dilemma for the physicians. Asking when and how to advocate for a comfortable dying process in this context frames the situation in a dualistic way, as if it were a conflict between the interests of a caregiver who is persisting beyond reason, on the one hand, and the interests of the patient whose imminent finitude needs attention, on the other. Dr. Smith wonders whether to broach the topic of an intervention that might burden rather than benefit the patient simply because this desperate caregiver is unable to face her loved one's impending death. Dr. Smith might dread the possibility that Nila's inability to cope might cause her to become uncooperative or even hostile. In such a case, challenging or even removing a surrogate from her role because she is not acting in the best interests of the patient is an available path, but not a first choice [2] . If the resident and the team find that Mindt's and Nila's interests are not as divergent as they first appear, then common ground might prevail.
Context of a Decision about Nutrition
The first step in such a case is to broaden the perspective from the decision in the moment to the context that holds or surrounds it. Mindt has been chronically ill and declining for years. Nila has been his faithful caregiver throughout, but she is also his wife. These two roles have enabled her to witness his painful decline with both unparalleled intimacy and unrelenting unease and sorrow. Anger and resentment may also have been part of the picture at times [3] . Since the death of their son, perhaps Nila has had no one close enough to attest to Mindt's changes in behavior and to the necessary adjustments and painful decisions she has been forced to make in response. Attending to Mindt's needs most likely has constricted their social universe. All this makes for a very lonely existence for each of them as individuals and for them as a married couple.
Even as long-term caregiving is isolating for family members, it is also unpaid and poorly appreciated in US society [4, 5] . Furthermore, a high burden of care is more common among caregivers of spouses such as Nila than among caregivers who provide care to another relative [6] . While clinicians might be aware of the caregiving situation and its stressful nature, they generally fail to ask caregivers about their own needs [6] . Since his son's death and his own illness, Mindt has represented the sum total of Nila's immediate family. His well-being has been her main goal. When he dies, she will not only feel she has failed at maintaining his health, but also be both bereft and out of a job. It is no wonder that she is resisting the outcome that the team finds inevitable. Persons who have cared for a loved one for long periods might be unwilling to forgo cardiopulmonary resuscitation at the end of life as well [7] .
Mindt and Nila's son's death occurred only a few years before Mindt began to show signs of the disease; Nila's continued grief from this major loss might be playing a role in her current reactions, exacerbated by Mindt's decreasing ability to notice or share in her grief. It would be helpful for the team to know the nature of Nila's support system, both then and now. How has Mindt understood his disease and its progression when he was able to process this information? Caregivers should reaffirm that Mindt himself has not expressed an opinion about what should happen under the circumstances they now face. His preferences in either direction do not alter the need to attend to death's approach, however.
Interacting with the Surrogate Decision Maker
As Dr. Smith and Thomas reflect on Nila's position rather than the ethical dilemma facing them, they can change the story they might have been telling themselves about her [8] . If Nila has sensed a willingness on the part of the team to classify Mindt as dying, then her trust might have eroded already. The team needs to make it safe for Nila to talk about her experience with Mindt not only as the clear expert on his needs, but also as a person in her own right who is primarily responsible for his well-being. What has this journey been like for her? The team might offer appreciation for Nila's excellent care, both before and after Mindt's admission to this facility. Surely his decline would have been more precipitous without her ongoing attention. "It must be hard for you to see him like this" is a plausible opening, followed by an invitation for Nila to say more.
The crux of any decision involving nutrition is a fraught area. Perhaps Nila's recent visits have been centered around mealtimes, especially while Mindt's eating patterns have been changing. His reactions to food may have been a source of struggle for some time, since both aging and dementia can interfere with taste and smell [9] . Furthermore, meals themselves are ritualistic social occasions. When we feed people, we say, "I love you." When they eat, they say, "I love you back." Even more, eating is also a sign of health and recovery. Although Nila might understand that his disease is ultimately terminal, when Mindt eats, she can be sure that it's "not yet." Mindt's lack of interest in food is therefore layered with meanings that would be very difficult for Nila to face.
The Clinical and Ethical Issues of Nutrition in Dementia
A physical problem beyond the pneumonia must be considered and acted upon in case it is a contributing factor in Mindt's refusal of food. A detailed assessment is critical. Has food refusal happened before? Does he refuse everyone who tries to feed him? Does it happen with every food? As part of the conversation and trust-building with Nila, the team needs to determine how the most recent weeks have been for her. It is equally important to learn more about how this experience fits into her understandings of his disease progression over the last ten years and what it means to her.
While the use of feeding tubes in long-term care varies greatly according to the demographic and other features of the facility [10] , it is likely that Nila has observed other residents with these devices. An important part of the context of the discussion is knowledge of the facility's policies on nutrition when patients can no longer manage oral intake [10] . An established relationship with the ethics committee is also helpful in case its support is needed. If the team does not wish to recommend this intervention for Mindt, no one on the team should bring it up for discussion. To do so would imply that placement of a feeding tube would be neutral in terms of its medical impact on Mindt and might prolong his life when the prevailing literature indicates the opposite [11] . Professional groups such as the American Geriatrics Society [1] and the Alzheimer's Association [12] advise against tube feeding because its burdens outweigh its benefits. If Nila asks about it, the team needs to be prepared with a gentle but firm response. It will not accomplish the goals she has articulated so far: to improve Mindt's nutritional status and lengthen his life. Nila will want to recognize that the relational interaction that is so embedded in eating or in hand feeding will be lost with a PEG tube. She will also need reassurance that foregoing such an intervention will not be a discomfort to Mindt [11] .
As Nila is able to convey her experiences with Mindt and affirm (or rebuild) her trust in the team, it might be possible to explore additional goals with her. It is likely that Mindt's dementia has made him bedbound, dependent on others for activities of daily living, and that he has difficulty communicating [11] . Palliative care is designed to support patients and families in their journey through any serious illness. It might be a more acceptable choice for Nila if her rejection of hospice arose from her fear of Mindt's death. The case does not mention Mindt's code status. A full discussion on this topic is also important.
If we assume that Nila understands the normal progression of the disease, it appears that she is engaging in false hope. She is avoiding hospice and wants to know more about "improving his nutrition" or getting Mindt "to eat more." Jack Coulehan [13] has offered a perspective for understanding deep hope and false hope that is relevant here. Coulehan characterizes such hope in spite of all odds as possibly "foolish," but not "false" unless it causes harm [14] . Nila's hope that Mindt's physical status will improve at this very terminal stage appears foolish. For Coulehan, deep hope is not dependent on cure or even on patient improvement; rather, it is connected to a human wellspring that is somewhat independent of life circumstance. The team needs more information from Nila to help her tap into her deep hope. The team's obligation to Mindt could be carried out by helping Nila come to terms with changes in, and her expectations for, her relationship with him. What are Nila's goals for her relationship and experiences with Mindt (along with his well-being) now that his disease has progressed this far?
His lack of interest in eating represents one more loss on the journey for the two of them, but opportunities for meaningful interaction remain. The team can help Nila to shift her hopes for Mindt from prolonging his life to short-term, more specific goals, such as signs that he knows she is present with him. Without a feeding tube, perhaps Mindt will take a bite or a sip if he senses that he is not being pressured to do so. Nila can express her caring in concrete ways other than feeding him: touch, such as a hand or foot massage; talking over family photographs (whether or not he can participate); and sharing music. A palliative care consult could assist Nila and the team in exploring these possibilities.
It is tempting for clinicians to urge patients and families to face the fact of dying when death seems imminent, but to do so when they are not ready can jeopardize relationships. Instead, one may solicit their interpretation of what is happening and ask them to frame it in terms of what is most important to them [15] . Hank Dunn has offered helpful vocabulary that might be useful in framing the idea of "letting go" versus "giving up." [16] . In these ways, the team members encourage the family (and each other) to make the most of the time available, placing the inevitable changes in the patient's condition in the context of the family's history together.
The Critical Present
It is possible to anticipate a positive outcome while laying the groundwork for something else [13, 17, 18] . What is key for everyone involved here is to embrace the critical present. The feeding tube is a potentially harmful distraction. This is a moment to turn from investing in an unsecurable future for Mindt and to address the compelling needs of all who labor in the shadow of someone's diminishing vitality. Nila and the team can work to make this time meaningful. By inviting her to talk about her experience and listening with empathy, the team can enable Nila to express what her journey with Mindt has meant to her up to this point and her goals for the two of them in this moment.
Drawing Nila out through thoughtful questions might seem to be time intensive. However, it is key to finding common ground and making meaning in the situation. Repairing frayed trust can reduce misunderstanding and ease future communication, ultimately saving time. Embracing the critical present might not be possible for Nila and the team if the meanings of the past are not honored or at least acknowledged. What happens now needs to rest securely in the context of what has preceded it. From now on, Nila's deep love for and commitment to Mindt cannot make or keep him well. But she and the team can and must continue to attend to his well-being.
